Oesophageal cancer (EC) is characterised by vague symptoms and is often diagnosed at an advanced stage, leading to poor outcomes. Therefore, we aimed to investigate whether there might be any patient factors contributing to delay in EC diagnosis, and focused on the symptom appraisal and help-seeking strategies of people diagnosed with EC in the UK. Semi-structured interviews were conducted with 14 patients aged >18 years with localised EC at point of diagnosis. Purposive sampling was used to include patients from 1 to 9 months post-diagnosis. Analysis of the interviews identified three main themes: Interpreting symptoms, Triggers to seeking help and Making sense of an unfamiliar cancer. Findings suggested that participants normalised symptoms or used previous health experiences as a means to interpret their symptoms. The majority of participants were not alarmed by their symptoms, mainly because they had very little knowledge of EC specific symptoms. Lack of knowledge also influenced participants' sense-making of their diagnosis. The findings highlight that the process of symptom appraisal in EC is likely to be inaccurate, which may hinder early presentation and thus diagnosis. Public health campaigns communicating EC specific symptoms, however, could shorten the appraisal period and lead to earlier diagnosis.
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| INTRODUCTION
With one of the poorest survival rates among all malignant tumours, oesophageal cancer (EC) is an increasingly common disease, the 13th most common cancer in the UK and the eighth most common cancer worldwide (Cancer Research UK, 2013) . Annually, about 8,800 people are diagnosed with EC in the UK (Cancer Research UK, 2016) , and despite improvements in diagnosis, surgical treatment and adjuvant therapy, more than 50% of EC patients present at the advanced stage of the disease (Enzinger & Mayer, 2003) . Prognosis also remains poor only 15% of those diagnosed with EC survive 5 years (Cancer Research UK, 2016).
One of the potential reasons for late diagnosis and poor prognosis of EC is late symptom presentation (Bergquist, Ruth, & Hammerlid, 2007; Rothwell, Feehan, Reid, Walsh, & Hennessy, 1997; Wang et al., 2008) , where patients wait for prolonged periods before contacting a doctor for help about relevant symptoms (Macdonald, Macleod, Campbell, Weller, & Mitchell, 2006; Martin, Young, Sue-Ling, & Johnston, 1997) . The patient interval (time from detecting a bodily change to first consultation with a healthcare professional) is divided into appraisal (time from detecting bodily change to perceiving a reason to discuss symptom with HCP) and help-seeking parts (time from perceiving a reason to seek help to first consultation with HCP)
| METHODS

| Participants and recruitment
Participants were recruited to a qualitative interview study to explore the supportive needs of recently diagnosed people with EC. As part of this exploration, we investigated the experience of EC symptoms, helpseeking strategies and adjustment after the EC diagnosis. Participants were approached by Gastrointestinal (GI) clinical nurse specialists (CNS) if they had a diagnosis of localised EC confirmed with a CT scan, were least 18 years of age, be able to read and write English, be able to provide written informed consent, and to be deemed by a member of the health care team to be physically and psychologically fit to participate in the study. Only participants within 9 months of being diagnosed with oesophageal cancer were recruited, because the diagnosis/staging process itself can be lengthy, and we were interested in observing recent accounts of people's experiences to reduce recall bias. Participants were purposively sampled according to gender and time since diagnosis. A maximum of four participants (two females, two males) were recruited to each time-point (time since diagnosis: 0-1, 2-3, 4-5, 6-7, 8-9 months). In total, 14 participant (mean age = 71 years, females n = 6, males n = 8) contact details were provided to the researchers by the CNS, and all 14 took part in an interview.
The CNS briefly outlined the purposes of the study, provided potential participants with a patient information sheet, and took consent to allow a researcher to contact the potential participant with further information and to schedule an interview. Final written consent to take part in the interview was taken on the day of the interview.
| Ethical considerations
Approval for the study was obtained from the East of Scotland Research Ethics Service (REC reference: 12/ES/0055) and the local NHS Ethics committees. Participants were informed that they could withdraw from the study at any time without giving any reason. They were assured that data would be kept confidential and contact details for psychological support (local cancer charities, cancer specialist nurses) were provided. Identifiable information was removed from the transcripts and each transcript was given an ID to ensure anonymity. We chose to use participant ID numbers instead of pseudonyms because we found this more helpful in indexing the data and locating relevant quotes.
| Interviews
Semi-structured interviews were conducted between 2012 and 2015 by two experienced qualitative researchers (LL and RM) with a background in cancer care. Interviews took place in participants' homes (n = 11) or in a quiet room in one of the participating hospitals (n = 3). 
| Analytic approach
Demographic and clinical information were analysed using Microsoft Excel. Interviews were recorded and transcribed verbatim, with the transcription reflecting the idiosyncratic Scottish pronunciation.
The analysis of the interviews drew on thematic analysis (Braun & Clarke, 2006) , as well as on the principles of phenomenology and Interpretative Phenomenological Analysis (Smith, 1996) to gain an in-depth understanding of people's lived experience of EC symptoms and diagnosis. This entailed: reading and re-reading of the interview transcripts; initial coding of the data, with codes representing units of meaning in the data; development of emerging themes; searching for connections amongst emergent themes; moving to the next case; and looking for patterns across cases. The software analysis package QSR Nvivo version 8 was used to aid the organisation of the data. Finally, tables in Microsoft Office were created to index the emerging themes. Superordinate themes were identified and subordinate themes were developed to describe these in more detail. This process involved close checks of the original transcripts, which also facilitated further identification of exemplar quotes. The first author led the data analysis, and the emerging themes were refined after consultation with the second and third authors. Although we used the Model of Pathways to Treatment (Scott et al., 2013) as a framework for indexing the processes of sense-making and decision-making during the patient interval, our analysis was primarily inductive.
In the results below, we report participants' ID, age and gender next to their quotes.
| RESULTS
Participants' demographic and clinical details are shown in Table 1 It appeared that any 'unusual' behaviour that had some connection to the location of where the symptom was experienced was drawn upon to find an explanation for their symptoms and normalise it.
I just thought, I had just been at a football match, a stupid wee team that plays like away in the middle o' naewhere (nowhere), I thought maybe I've done too much shouting … and I've maybe kinda affected the gullet or the throat, I
thought it was actually my throat … (P6, 68, male) 
| Experience or knowledge of other diseases
When attempting to make sense of their symptoms, participants drew upon previous knowledge about diseases and compared their symptoms to familiar illnesses to find an explanation. Common symptom attributions were ulcers or reflux. More diffuse symptoms (e.g. fatigue, general feelings of being unwell) were interpreted by some as a result of old age. Based on these interpretations, participants did not seem to be worried about their symptoms, even up to the point of seeing the consultant after initial medical tests: 
| Triggers to seeking help
This theme reflects what eventually prompted the participants to seek help. Of note was that some participants reported their symptoms to their GP soon after they first occurred (within 1 week to 3 months), whereas others experienced symptoms for prolonged Acid reflux 2 (14)
Sore throat 2 (14)
Tickle sensation in throat 1
Painful legs 1
Cough 1
Fatigue 1
Heartburn 1
Burping 1
Vomiting 1 (7)
Loss of appetite 1
Weight loss 1 (7)
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intervals (3 months up to 2 years) before visiting their GP. The ex- 
| Symptoms interfering with daily life
Similarly, when the symptoms were persistent or reached a threshold of interference with usual life, advice was sought from a GP: In some cases, there was a mismatch between symptom seriousness and participants' perceived seriousness for that symptom, which impacted on timely help-seeking. Some participants reporting serious symptoms carried on with their lives, only reporting them opportunistically when appointments for a 'legitimate' concern was scheduled with the GP:
I got a, a really bad virus, the norovirus… eh, well, it was just, I was off for a week just really bad and stuff like that, straight after that wee period of time you know, and it wasn't until, and I thought "this has gone on too long, you know…" not, not the symptoms I was talking aboot [dysphagia], but the, the virus. So I went, I just went to my local GP […] and at that point I then mentioned, "listen, I want to mention this as well to you…" (P3, 50, male)
| Making sense of an unfamiliar cancer
This theme summarises how the participants made sense of the diagnosis of EC, and how they reflected retrospectively on their helpseeking prior to receiving the diagnosis.
| Lack of knowledge of oesophageal cancer
Participants acknowledged their lack of knowledge about EC, as the frequent use of "don't know" and "didn't know" illustrates. Participants' knowledge was limited to cancer as a general disease with predominantly negative outcomes:
Em well before em I had this, I didn't know much about it at all… and I had never heard of anyone having this em cancer. (P11, 76, female)
Participants also expressed uncertainty about how to deal with their disease and the prognosis based on their limited knowledge about it: Not only did the participants struggle to make sense of an unknown disease, they also struggled to understand why they got this particular type of cancer. Participants reflected on their past lifestyle behaviours in an effort to find causes for their disease, with the inability to find a cause leading to anger and self-blame. Participants viewed the diagnosis of EC as a random occurrence or an instance of bad luck, and expressed feeling 'betrayed' because their efforts to live a healthy lifestyle had not yielded the expected health benefits. As a result, the participants were struggling to accept their diagnosis, which they saw as undeserved: 
| Emotional responses to diagnosis
| DISCUSSION
This study investigated symptom appraisal and help-seeking strategies of people diagnosed with oesophageal cancer (EC) in Scotland. Key findings were that participants reported low awareness of the potential significance of EC symptoms (e.g. dysphagia), and low knowledge of EC more generally, which contributed to prolonged patient intervals. This low symptom awareness and knowledge of EC impacted negatively on patient's sense-making process when diagnosed with EC as it was often shocking and unexpected, heightening feelings of distress at an already difficult time. Symptom seriousness alone (e.g. being unable to swallow) was not enough to trigger help-seeking as the participants attributed these to more mundane causes. However, symptoms worsening over time or symptoms interfering with daily life legitimised the decision to seek help.
This is consistent with the Model of Pathways to Treatment
(MPT) which states that bodily changes are normalised if they do not exceed a threshold of interference (Scott et al., 2013) .
Previous research with different types of cancers also highlight that participants report a tipping point for when their bodily sensations would trigger seeking help (Evans et al., 2014; Macleod et al., 2009 ). In particular, we found that several heuristics envisaged by the MPT were evident in our participants' strategies when appraising their symptoms and deciding to seek help: the severity rule (symptoms that are severe and disrupt functioning), the duration rule (persistent symptoms), the rate of change rule (symptoms that are worsening, increasing in number or have sudden onset), the age-illness rule (symptoms are due to old age) and the location rule (appraising symptoms as other health conditions based on the area of the body). These findings add to the evidence that heuristics play an important role in symptom appraisal and help-seeking behaviour when people experience the symptoms of a rare and unfamiliar cancer like EC.
It is noteworthy that some participants reported symptoms opportunistically, when seeing the GP about other health issues. This may be due to beliefs that symptoms for more common or familiar health conditions are more legitimate of medical attention (Andersen, Tørring, & Vedsted, 2015; Simon, Waller, Robb, & Wardle, 2010) . Thus, appointments for these concurrent non-cancer health conditions may have been used to report the EC symptoms which were troubling the patients but were too vague to legitimise a medical appointment.
While delay in help-seeking for EC symptoms may be reduced if patients have other co-morbidities that prompt them to seek help, these co-morbidities (e.g. recurrent ulcers, reflux) may also mask the importance of new or changing symptoms and their appraisal (Macdonald et al., 2006; Smith, Pope, & Botha, 2005) . The findings from this study suggest that some symptoms (e.g. reflux) develop over many months, or even years. However, it is difficult to assess whether reflux was a symptom or a risk factor that contributed to the development of EC and it is of concern that people may prefer to self-manage such persistent symptoms, which inevitably can cause further delay in diagnosis.
In our sample, EC symptoms were not appraised as serious, and even after being sent for investigations participants did not report being particularly concerned, reflecting the lack of knowledge and low perceived seriousness of symptoms associated with EC. Higher knowledge of symptoms has been found to be related to appraising symptoms as potential cancer symptoms (Simon et al., 2010) . Despite some evidence that more symptom awareness leads to shorter delay (Quaife et al., 2014; Robb et al., 2009 ) the opposite has also been found (Simon et al., 2010) , probably because, in some cases, higher knowledge of cancer symptoms may lead to higher fear of cancer diagnosis or/and of treatment (Vrinten et al., 2016) . Thus, while there is a need to improve knowledge and awareness of EC, other factors that influence symptom appraisal and help-seeking behaviour should not be disregarded, e.g. emotional responses to symptoms, and wider socio-cultural influences (e.g. social sanctioning, competing priorities) (Von Wagner et al., 2011; Whitaker, Cromme, Winstanley, Renzi, & Wardle, 2016) .
Another key finding of this study was that low symptom awareness and lack of knowledge about EC shaped participants' sense-making of their diagnosis and their ways of coping post-diagnosis. Participants' stories demonstrated that lack of knowledge meant they were unprepared for the diagnosis, responding with shock and emotional distress to an unexpected diagnosis of an unfamiliar disease. Other qualitative studies with EC patients have also reported shock at diagnosis due to patients anticipating a less serious condition rather than cancer (Andreassen et al., 2007; Rothwell et al., 1997; Watt & Whyte, 2003) .
The feeling of consternation was also expressed by family members (Andreassen et al., 2007) , demonstrating the general unfamiliarity with EC. The literature shows evidence of high prevalence for anxiety at diagnosis of EC (Bergquist et al., 2007; Jacobs et al., 2016) and this study adds to the evidence by highlighting potential contributors to psychological morbidity at diagnosis. Providing sufficient diseasespecific information at diagnosis may reduce feelings of distress (Husson, Mols, & Van de Poll-Franse, 2011) , and subsequently improve patient outcomes in the long-term (Montazeri, 2009) . Empowering people to recognise potential symptoms of EC cancer prior to diagnosis therefore not only has the potential to prompt timely help-seeking, but also to reduce the emotional distress at diagnosis and improve patient experience.
| Implications of findings
Survival rates of EC are poor with only 15% of those diagnosed to survive 5 years (Cancer Research UK, 2016) likely due to advanced stage at diagnosis (Abel, Shelton, Johnson, Elliss-Brookes, & Lyratzopoulos, 2015) . The time for early gastric cancer to double in size is between 1.5 and 10 years, but for advanced cancer 2 months to 1 year (Haruma et al., 1988; Kohli, Kawai, & Fujita, 1981) . In this study participants reported delays of up to 2 years, and considering that nearly a quarter of participants presented with stage three dis- ily attributable to other causes, such as EC. As our study has found, lack of familiarity with EC influenced not only symptom appraisal, but may have led to distress in the sense-making process after diagnosis.
Therefore, the benefits of increasing public knowledge about EC can be two-fold: reducing patient delay and reducing psychological distress post-diagnosis.
| Study strengths and limitations
Our study was conducted retrospectively, and recall bias could be viewed as a limitation. However, the findings reported were evident in quotes from participants across different stages of the care pathway (1-9 months post-diagnosis), and participants' experiences are inevitably constructed through the lens of their current EC diagnosis. People diagnosed with cancer often remember intricate details of events in the past that are related to their diagnosis (Khatri et al., 2012) . Besides recall bias, potential bias could have been introduced as the majority of participants were men. We did not have any data for women at 4-5 months and 8-9 months post-diagnosis. However, the findings were consistent in both genders. Furthermore, we did not collect reasons for why participants declined to participate, nor how many potential participants the nurses approached. Because of the lack of detailed records from the nurses who recruited the participants, we were unable to assess how the nurses' judgement may have influenced the selection of potential participants for the study.
Therefore, we cannot rule out selection bias. A lack of a control group of patients with similar symptoms but non-cancer diagnoses could be viewed as a limitation, because a control group could help the selection of symptoms to be used in education campaigns about cancer symptoms. However, as this study was designed to investigate patients' experiences and supportive care needs post-diagnosis, a control group was not considered necessary. Lastly, another potential limitation could be the fact that the interviews were conducted by two different researchers, who may have had different interviewing styles. However, both researchers had a background in cancer care
and were experienced in qualitative research, and worked closely in the design of the interview schedule, thus ensuring consistency.
| CONCLUSION
The processes of symptom appraisal and help-seeking in oesophageal cancer are very complex and prone to misinterpretation. The present findings suggest that in the absence of familiarity with EC symptoms people are unlikely to interpret their symptoms as signs of cancer and to seek help promptly. Given the relatively rare incidence of EC compared to other cancers, it is unlikely that the public can learn about EC through lay sources of knowledge, such as family, friends, or the media. Instead, efforts should be made to increase public awareness through formal health education campaigns. This would lead to earlier diagnosis and more patients being diagnosed with a cancer stage that is operable, thus increasing survival. Having knowledge about EC prior being diagnosed could also reduce distress of patients at diagnosis, because patients would be more prepared and more able to make sense of their diagnosis.
